Objective: To evaluate
Introduction
Australian Aboriginal and Torres Strait Islander people are 1.6 times more likely to contract cancer than other Australians, 1 with a higher incidence of high fatality and largely preventable and screen-detectable cancers, 2 such as lung, cervical, uterine and liver cancer. 3 Some of the barriers for participation of Australian Aboriginal people in cancer care in mainstream cancer care include the lack of understanding of Australian Aboriginal cultural and life circumstances and the importance of working with the extended family. 4 Other barriers include poor communication between hospitals, specialists and primary care providers and less availability of counselling services. 5 Recommendations to improve cancer outcomes for Australian Aboriginal people include better access to care, comprehensive services provided by communitycontrolled medical services, more Aboriginal health workers (AHWs) and provision of a culturally safe environment. [4] [5] [6] [7] In 2015, an Aboriginal medical service (AMS), located in regional New South Wales, established a cancer care team (CCT) to improve cancer care for Australian Aboriginal patients, with the project being driven by the Aboriginal chief executive officer and board. The service consisted of an AHW, enrolled nurse and counsellor, funded for 2 days per week, and supported by a GP.
Methods Intervention
Clients were Australian Aboriginal people and their family members who had had a diagnosis of cancer or were caring for someone with cancer. Between January 2015 and December 2016, the CCT had 79 clients, of whom 11 passed away. Clients were located via the software program, Communicare, Sydney, Australia, or were referred by AMS staff or by oncology services.
Follow-up of abnormal test results
The CCT was involved with assisting those people with abnormal test findings or symptoms, but not where cancer was not yet diagnosed; for example, breast lumps. The CCT transported and accompanied clients to investigations.
Support at first diagnosis
The team provided the support for clients with a new diagnosis of cancer in their homes, in a primary care setting or in hospital. The services offered by the CCT included assisting clients with bookings, arranging transport and accompanying clients to specialist appointments. They ensured payments for specialists via the Supplementary Services Program and the provision of subsidised or free medication under the Close the Gap program. They were able to accompany clients to initial chemotherapy and radiotherapy sessions. They also provided information about specific cancers and treatment options, advice and referrals to key services (housing department, home care, meals on wheels) and counselling services. Much of the workload of staff entailed complicated case management for both clients with recent diagnosis of cancer who were undergoing treatment and those with existing or treated cancers. Frequently, these clients were also experiencing mental health problems, unstable chronic disease or were homeless. The CCT was able to refer them for more intensive psychological or housing support.
Yarning circle
The CCT provided a monthly support group that allowed for peer interactions between clients. The group was hosted by CCT workers to talk and to do craft, such as beading and painting, and to participate in public cancer fundraising campaigns. The program also incorporated traditional healing activities.
Palliative care
The CCT coordinated care with palliative care services and supported palliative clients at home, in hospital and in nursing homes. The CCT developed an advanced care plan template and assisted the clients to complete them and also assisted them in making appointments to prepare wills, power of attorney and enduring guardianship.
Carer support
The team provided support for carers and family members. The CCT was able to provide counselling, in particular around the time of death, including supporting partners and children of those who had passed away.
Prevention programs
The CCT coordinated other preventive activities, including cervical cancer screening, breast cancer screening and coordinated health promotion activities, aimed at early detection of cancer.
Methods
This study used a qualitative research design to evaluate the CCT. We conducted semistructured interviews What is already known on this subject:
• Australian Aboriginal people have higher mortality from cancer than other Australians.
• More advanced disease at diagnosis, poorer access to, and less comprehensive, treatment all contribute to a higher death rate from cancer.
• Improving cancer outcomes for Australian Aboriginal people is likely to be improved by cancer services being provided by community-controlled medical services, using Australian Aboriginal health workers and by providing a culturally safe environment.
What this study adds:
• This is a novel qualitative evaluation of a primary care-based cancer care team for Australian Aboriginal people.
with current clients of the CCT and stakeholders. We recruited eight Australian Aboriginal clients and eight stakeholders, who included staff of the AMS, hospital oncology unit and at a local primary care organisation. Participants who were too unwell to be interviewed were not approached. We conducted interviews, in English, during home visits, at the AMS or at stakeholders' workplaces; that is, locations that suited the participants.
We explained the participant information sheets and consent forms. Interviews were conducted by the medical student researcher or CCT members using a standard set of interview questions. Interviews were recorded using an electronic recording device and then transcribed.
Analysis
The medical student researcher and GP (both nonAustralian Aboriginal members of the team) analysed the data obtained from semistructured interviews independently by hand, using grounded theory to identify themes in the data; findings were reviewed by all the members of the research team. Clients' comments were coded and categorised to develop conclusions. 8 
Ethics approval
Research was carried out as per the local university ethics committee (HE15/380) and the AHMRC ethics committee (1150/15) approval.
Results
We conducted interviews between 5 February 2016 and 5 December 2016. Eight clients participated in the study, with ages ranging from 54 to 81 years, including seven women and one man. All participants were Australian Aboriginal. Eight stakeholders were interviewed, including two AHWs, one registered nurse, two GPs, two cancer care nurses and a care coordinator; seven were women and one was a man. Four stakeholders were Australian Aboriginal.
Several themes emerged
Improved access
Participants believed that the CCT had improved access to services. One commented that previously:
There was no support at the hospital. I was asking for an Aboriginal liaison officer. They said they didn't have them . . . sitting in a hospital alone, there was nothing and it was frightening, lonely.
Several stakeholders felt reassured that the service existed:
I feel more comfortable that people are going to get to where they really have to be, get the treatment that they need and stick with the treatment that they need.
Several commented that prior to instigation of the CCT, there were insufficient staff members to do home visits for cancer clients or that their time was so taken up with clients with chronic disease, such as diabetes, that it was difficult to care for cancer clients:
They had no social support whatsoever. It was a barrier at the service; they had absolutely no understanding of the cancer treatment journey. And there was no transport . . .
Many clients and stakeholders commented on their
care from diagnosis to first treatment. Two participants had a newly diagnosed cancer when joining the CCT:
The [CCT] made me feel comfortable by staying with me all the time . . . Stakeholders commented that the CCT's presence during the initial stage of cancer care, during diagnosis, was critical. The transport service was seen as an important component of the service; workers also attended appointments with clients:
They brought their cultural knowledge to those services. They met with other services, the CCT, like at the hospital, or specialist's rooms. They'd come along to those with the clients. They made everything go as smoothly as possible for the client.
Stakeholders commented that the CCT had knowledge of, and facilitated access to, services, both in primary care and in tertiary care:
They help alleviate the fears and worries in the family. They're able to link them up to services. They're able to do our work for us, helping us get their needs to them, so appointments or health needs. They're like that bridge between health provider and community.
Stakeholders also commented that the CCT also explained medical terminology to clients in simple language to facilitate better understanding of the disease process and treatment options:
So they provide them with insight and knowledge and guidance and support. That empowers our people but it makes them feel less scared, nervous and fearful of going into hospitals . . . . It's been drilled into us: if you go to hospital, you die.
Some clients and stakeholders commented that they or their clients would not have accessed treatment without CCT assistance. The main criticism of access to the CCT from both clients and stakeholders was that workers were only employed for 2 days per week (covering 3 days per week at the AMS) and that a fulltime service was preferred, with an after hours service.
Emotional and social support
Six of the evaluation participants regarded the counselling services as being helpful to their well-being. Participants stated counselling helped to relieve the depression, stress, anxiety, anger and loneliness felt during their cancer journey. Four of the participants' family members were using the counselling service offered by the CCT. Several of the stakeholders commented that many of the CCT clients had very complicated social issues and that case management was a large part of the role of the CCT:
A lot of the clients have a lot of social problems, they've got complex social backgrounds, complex medical backgrounds and I've actually found the CCT to be extremely beneficial to consolidate their care with the counsellor and the social worker and the care worker and the nurse.
No participants commented that provision of clinical care, such as dressings and observations, was a critical part of the program.
Cultural safety
The third theme identified that all participants felt culturally safe with the CCT:
Well, because they're Aboriginal, and with the Aboriginal team that's in . . ., I feel that they're greatly helping me.
Being based at a community-controlled AMS was seen as critical, as it linked the client in their home to the AMS and to the hospital and provided continuity between these services. One stakeholder discussed the role of the AHW on the team:
. . .being Koori, being a traditional owner, knowing her cultural practices, and practising them, having that craft and bush medicines, it definitely strengthens that cultural component, and they do, they love it. And being here at the AMS, it's even more culturally supportive . . .
None of the CCT clients interviewed were considered to be at end-of-life as these clients were excluded from the study. Stakeholders, however, commented appreciatively on the role of the CCT in coordinating end-of-life care.
Discussion
This study meets a need for research assessing cancer care programs based in primary care for Australian Aboriginal people. The CCT is providing a welcome service to clients and improving access to care for Australian Aboriginal people with cancer by improving access to treatment and providing emotional support throughout their cancer journey. As recommended by previous studies consulting Australian Aboriginal people about their desire for cancer care, services provided were based in Australian Aboriginal primary care, were considered culturally safe and included an AHW in the team (Newman et al., Shahid et al., Garvey et al.). [4] [5] [6] It is consistent with Cancer Australia's National Aboriginal and Torres Strait Islander Cancer Framework. 9 Clients and stakeholders were most satisfied about access to a program where clients could receive support at home, in primary care or in tertiary care setting. This care included coordination of appointments attendance by workers at appointments and transport. Continuity of care was highly valued. Both clients and stakeholders valued the counselling services and social work support, including around death, and peer support, such as through Yarning Group.
The main area where needs were not met by the CCT was that it was only available 2 days per week. These findings were used to modify services to increase the availability to 4 days per week.
This was only a small study; many of the CCT clients could not be interviewed because they were at end-of-life, homeless or experiencing emotional difficulties.
This was a pilot program; further research is required within this area; for example, a trial of Australian Aboriginal CCTs evaluated over a longer period of time, evaluation of time from diagnosis to treatment or further qualitative evaluation using yarning methodology or using the concept of 'dadirri', or deep listening. 10, 11 Consideration should be given to funding and evaluating similar services at other community-controlled Aboriginal health services in Australia.
Conclusion
A primary care-based CCT provided an avenue for accessible, culturally appropriate cancer care, from home to health care providers at the AMS, to hospital services. This model provided a streamlined cancer care service for Australian Aboriginal people with cancer, from prevention through to palliative care and grief support.
